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AN ACT in relation to public health.

Be it enacted by the People of the State of Illinois,

represented in the General Assenbly:

Section 5. The Phenyl ketonuria Testing Act is anended by

addi ng Section 1.5 and changing Section 2 as foll ows:

(410 ILCS 240/ 1.5 new)

Sec. 1.5. Definitions. In this Act:

"Expanded screeni ng" neans screening for all genetic and

met abolic disorders, including but not linited to amno acid

disorders, organic acid disorders, fatty acid oxidation

disorders, and other abnormal profiles, in newborn infants

that can be detected through the use of a tandem nass

spectroneter.

"Tandem nass spectroneter" neans an anal ytical instrunent

used to detect nunerous genetic and netabolic disorders at

one tine.

(410 ILCS 240/2) (from Ch. 111 1/2, par. 4904)

Sec. 2. The Departnent of Public Health shall adm nister
the provisions of this Act and shall:

(a) Institute and carry on an intensive educational
program anong physicians, hospitals, public health nurses and
t he public concer ni ng t he di seases phenyl ket onuri a,
hypot hyroi di sm gal actosem a and other netabolic diseases.
Thi s educational program shall include information about the
nature of the diseases and exam nations for the detection of
the diseases in early infancy in order that neasures my be
taken to prevent the nental retardation resulting fromthe
di seases.

(a-5) Require the physician or other heal th care

provider attending a pregnant wonman at the diagnosis of her
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pregnancy to (i) notify the wonan that there are expanded

screening tests for netabolic and genetic disorders that nay

be given to her child in addition to those tests required by

the State and (ii) provide that information to the wonan in

witing within 7 days after the di agnosis of the pregnancy.

The Departnment shall also require the physician or other

health care provider attending a newborn infant to (A notify

the infant's nother that there are expanded screening tests

for netabolic and genetic disorders that may be given to her

child in addition to those tests required by the State and

(B) provide that information to the infant's nother, in

witing, within 24 hours following the infant's birth.

By May 1, 2002, the Departnent of Public Health shal

devel op and distribute to physicians and other health care

providers the witten infornmational materials concerning

expanded sScreeni ng tests descri bed in the preceding

par agr aph. The physicians and other health <care providers

shall use the materials to provide the witten information to

pr eghant wonen as required wunder this subsection. The

i nformati on provided to such wonen must include, but need not

be limted to, the follow ng:

(1) The benefits of the expanded screeningq.

(2) The disorders that are included wthin the

expanded screeni nq.

(3) The time at which the expanded screening is

perforned on a newborn infant.

(4) The nmanner in which the expanded screening isS

perforned, and information on foll ow up procedures.

Thi s subsecti on shal | becone inoperative upon the

Departnment's full i mpl enentation of a statew de expanded

screening programthat is testing all newborn infants for al

det ectabl e genetic and netabolic di sorders.

(b) Mintain a registry of cases including information

of inportance for the purpose of followup services to
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prevent nental retardation.

(c) Supply t he necessary treatnent product where
practicable for diagnosed cases for as long as nedically
i ndicated, when the product is not avail able through other
St at e agenci es.

(d) Arrange for or provide public health nur si ng,
nutrition and social services and clinical consultation as
i ndi cat ed.

(e) Require that all specinens collected pursuant to
this Act or the rules and regul ati ons promul gated hereunder
be submtted for testing to the nearest Departnment of Public
Health |aboratory designated to perform such tests. The
Departnent may develop a reasonable fee structure and may
levy fees according to such structure to cover the cost of
providing this testing service. Fees <collected from the
provision of this testing service shall be placed in a
special fund in the State Treasury, hereafter known as the
Metabolic Screening and Treatnent Fund. Q her State and
federal funds for expenses related to netabolic screening,
followup and treatnment prograns nay al so be placed in such
Fund. Mbneys shall be appropriated from such Fund to the
Department of Public Health solely for the purposes of
providing netabolic screening, followup and t reat ment
prograns. Nothing in this Act shall be construed to prohibit
any licensed nedical facility from collecting additional
speci nens for testing for netabolic or neonatal diseases or
any ot her diseases or conditions, as it deens fit. Any person
violating the provisions of this subsection (e) is guilty of
a petty offense.

(Source: P.A 83-87.)

Section 99. Effective date. This Act takes effect wupon

becom ng | aw.
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